Discussion of unanticipated problems in care with patients and their families ('open disclosure') is now widely advocated. Despite international efforts and the introduction of a range of policies and guidance to promote such discussions, the expectations of policy makers and patients are often not matched in practice. We consider some reasons for the persistence of shortfalls in the occurrence and quality of open disclosure. We draw on research conducted to investigate the implementation of a 'Being open' policy in England, reflecting particularly on insights derived from interviews with health care professionals. Health care professionals were broadly supportive of the idea of open disclosure. Some expressed wellrecognized concern about punishment and being blamed, but this did not appear to be the main driver of their communication practices. Their accounts of what happened around particular problems in health care indicated that they brought a complex range of considerations to bear on questions of whether and how these were discussed with patients and relatives. Guidance about open disclosure based on assessments of levels of harm to patients can complicate and perhaps distort health care professionals' approaches, particularly when the extent and/or cause of harm was uncertain. Health care professionals who engage in open disclosure must be able to negotiate appropriate ways through complex and sensitive discussions. The responses of patients and relatives are not always predictable and even the best open disclosure practice may not resolve problems and concerns. Guidance, training and support for staff need to reflect these challenges.
Background
Government agencies and organizations representing health care professions and patients are now advocating that any unanticipated problems in the care of a patient, particularly when it results in an adverse outcome, should be discussed openly with the patient and their family. [1] [2] [3] [4] [5] [6] Such discussions are often referred to as 'open disclosure'. There appears to be international consensus that when things go wrong, discussions should include: an acknowledgement, an expression of regret and/or an apology where an error has occurred and an explanation of what happened; reassurance for patients, their families and carers that the problem has been or is being investigated and lessons will be learned to help prevent the problem recurring; and support for those involved to cope with any physical and psychological consequences of what happened. 7 Strong arguments that open disclosure is the right thing to do when things go wrong in health care have been made with reference both to the duties, obligations and aspired to virtues of health care providers and to the associated rights and needs of patients and relatives. 8, 9 Open discussions are also thought to be instrumentally valuable for reinforcing cultures of openness in health care organizations and encouraging reporting for learning from unanticipated events in health care safety. 10, 11 In addition, openness reduces complaints and litigation against health care providers. [12] [13] [14] Currently, there is a strong impetus to improve communications with patients who have experienced problems in health care. A number of countries and large health care organizations have introduced policies or laws advocating or requiring open disclosure discussions encompassing the features outlined earlier. [2] [3] [4] [5] 15, 16 Some have also introduced training and various forms of support for people involved in disclosure conversations. 17, 18 Despite these efforts, however, communication with patients who have been affected by an unanticipated problem often falls short of what is desired. [19] [20] [21] This has been apparent in England in recent years, with a number of high profile reviews highlighting a lack of transparency in the context of several major failings in quality and safety in health and social care services. 1, 22 A disparity between patient and policy maker expectations and practice persists, often referred to as a 'disclosure gap'. 26 Our aim was to explore some possible reasons for the persistence of the disclosure gap, looking beyond the barriers to implementation that have been well documented in previous empirical and theoretical literature. We draw on our recent research into the implementation of the Being open policy and framework in England and Wales, making use of insights from interviews with health care professionals, including clinical managers. 7 We extend our original analysis to highlight some of the complexities of considerations that health care professionals bring to bear as they contemplate the discussion of a diverse range of problems and some of the limitations of current guidance about open disclosure in these situations. Our methods have been reported elsewhere 7 3 This was in part because of concern that opportunities to improve health care were being missed because staff did not feel able to report or communicate safety incidents openly within their organizations. It followed an independent review of the implementation of Being open in 2008 26 and a listening exercise in 2009 with health care professionals and patient representatives on how to strengthen the framework. 3 Being open aimed to link to a previous, more general guide, Seven Steps to Patient Safety, 24 building on the fifth step which encouraged the development of ways to listen to and communicate openly with patients. 3 The Being open framework is underpinned by 10 principles (Box 2) designed to reinforce and However, after stressing the importance of transparency in communication in general, including in relation to 'when things go wrong', the document distinguishes between safety incidents according to whether they were prevented (near misses) and then whether they caused no harm, low harm, or moderate harm, severe harm or death. It puts near misses and incidents that caused no harm outside the scope of the Being open policy. The question of whether or not these safety incidents should be discussed with patients and relatives is left to health care professionals to make on the basis of the circumstances and best interests of the patient and family.
For incidents that cause low harm or result in moderate or severe harm or death, a structured 'Being open process' is outlined. For low harm incidents, this communication process is to be followed with contact with patients and relatives kept at the level of those directly involved in the patient's care. Otherwise, 'a higher level of response is required' in working through the prescribed steps.
Being open is not unusual in tying recommendations about communication with patients and relatives in the wake of unanticipated problems to stated levels of harm; most international guidance does this. However, the prescription of particular communication steps dependent on qualifying levels of harm can be interpreted as somewhat ambiguously contrasting with the initial general promotion of open communication. As we illustrate below, it can also complicate and distort judgements about when and how it is appropriate for health care professionals to talk openly with patients about problems in their care.
Recognized barriers to the practice of open disclosure
Consideration of reasons for the 'disclosure gap' often starts with a recognition that several barriers to implementing changes, including changes in error management, reporting and safety culture, are now well established in the literature. 25, 26 Recognized barriers to discussing unanticipated problems in health care with patients or relatives include fear that lead to the avoidance of disclosure for what can be considered defensive reasons on the part of health professionals and/or their organizations. 27 It may be fear of blame and sanctions; fear of damage to identity and reputation or fear of litigation and the costs (as well as other sanctions and reputational losses) that can be associated with that.
Consistent with previous studies, participants in our interviews expressed or recognized persistent uncertainties about how their team members, other peers, line managers, employing organizations, and professional or indemnifying organizations would respond if they or another health care professional were associated with an unanticipated adverse outcome for a patient. Some also described a range of painful experiences that had followed unanticipated adverse outcomes. 7 However, these concerns and experiences did not seem to be the only, or even the main, drivers of their intentions and practice relating to open disclosure. As has been observed when examining other aspects of professional safety behaviour, factors beyond blamerelated fear appeared significant. 29 
Working from a general principle of open disclosure: practical considerations and challenges
The diverse group of health care professionals that we interviewed understood the main idea of open disclosure as reflecting a principle of honesty, and all expressed support for this. 7 But as with many ideas that readily command widespread endorsement, people who agree that open disclosure is important can disagree quite radically about what is consistent with it, and can also lack the opportunities, skills and confidence to reflect its principles in their practice.
Health care professionals in our study gave examples of unanticipated problems in health care that were (or might have been) discussed with patients and relatives. Their accounts and reflections illustrated how a range of situational judgments and a variety of interlinked considerations were brought to bear as they decided what it would be appropriate to discuss with patients and how to proceed with conversations. They also identified a number of challenges to open disclosure in practice.
Some of the perceived challenges to open disclosure are already well known. Consistent with what other researchers and commentators have noted, we found that some health care professionals continued to be concerned about the implications of communicating apologies and expressing regret for poor outcomes, and many lacked confidence (or knew of others who lacked confidence) in their ability to engage well in open disclosure conversations or to access appropriate support to help them with such discussions. 7 We focus here, however, on considerations and challenges relating to ambiguities and uncertainties that were not addressed in the Being open guidance and that have been less frequently discussed in relation to open disclosure.
The incidents that health professionals recounted illustrated uncertainties in:
. the assessment of harm associated with the initial incident; . the assessment of likely benefit and/or harm that might arise from the disclosure; . consideration of whether, when and how to communicate uncertainty -including whether harm might have occurred and why the problem had occurred; and . efforts to anticipate the possible reactions of patients and relatives to an initial disclosure, including to the different ways this might be communicated.
We illustrate these with reference to three examples.
A fall from an operating The possibility that the patient could develop problems subsequently supported an argument for disclosure, even in the absence of immediately apparent harm, because if the patient was not informed about the fall, his or her lack of awareness could impair the understanding and resolution of those problems.
A further consideration in support of disclosure was that if the patient were to find out later about the fall they might reasonably be angry that it had not been mentioned previously and doubt the trustworthiness of the health care team and organization caring for them. 9 Of course there is always some uncertainty around how people will respond to what they are told and when, but communication (or lack of communication) about a problem in health care can be experienced as significantly injurious in its own right. 29 This latter kind of harm assessment is currently unsupported by guidance based primarily on the levels of immediate and physical harm arising from the initial problem.
Patient given a medicine that was contra-indicated because of allergy -with no ill effect
A patient who notified a penicillin allergy and was given penicillin in error while under anaesthetic. The error was recognized by the health care team at the time but the anticipated adverse reaction did not occur as feared. In this case, no harm arose for the patient, so the incident would not fall under the Being open policy. However, the information gained as a result of the error was potentially valuable: the patient might benefit in the future from knowing they were not allergic to penicillin.
In this scenario a disclosure discussion would need to address two errors, one of which had occurred during a previous health care episode involving another team, and one current. The patient's current position of 'no harm done' would potentially render the disclosure discussion easier. However, uncertainties about which health care professionals and health services were involved in the previous erroneous allergy identification, and indeed about whether and how the patient his or herself might have contributed to this (or to an erroneous communication), make questions about who should be involved in open disclosure conversations, what can be said and how it should be worded more complex.
A retrospective review identifies an error in the care of a person now dead Several health care professionals recounted situations in which retrospective reviews identified problems in care that might have caused or contributed to poor outcomes (for example by delaying a diagnosis of cancer). In one account an error was identified that might have contributed to the patient's death which had occurred 6 months previously, but this was uncertain. It was unlikely that any investigation would be able to determine whether and to what extent the error was causally linked to the death.
This incident possibly involved a serious harm which, according to the Being open policy, would require open disclosure and the involvement of personnel beyond the immediate health care team -but the harm was, and would remain, uncertain. The family already knew the patient had died, so the team had to decide whether to disclose a previously unknown and persistently uncertain contributing cause. In such circumstances, questions arise about whether an open disclosure at this point would do the family more harm than good, and whether this consideration should override the usual presumption in favour of openness.
Uncertainties about course and outcomes of disclosure conversations
Judgements about these issues require attention to a range of salient details and often involve working with much uncertainty. Various features of the situations and families involved can be significant. For example, if the error was found in the course of an investigation into an unanticipated poor outcome for the patient involved, and the health care team was already in communication with the family about this, the issues would be different than if the error was found in the course of a broader audit. In the example given earlier, the health care team and family had accepted that the patient had a number of health problems that contributed to their death, and any open disclosure of the error would require the health care team to reinitiate contact with the family, probably while knowing little or nothing about their current circumstances.
Concerns about the impact of open disclosure discussions on the patient or relatives are important but the possibility that such discussions might cause some harm is not necessarily a justification for refraining from them. Patients and their relatives who have experienced harm often stress the importance of complete transparency in communication about their health care [29] [30] [31] and judgements about the impact of disclosure may be viewed by advocates for transparency as unduly paternalistic and beyond the professional role. But while some might take a view that a professional standard should go as far as to always disclose information whatever the situation, it is unclear whether everyone wants to know or benefits from knowing every detail about their care plus how this might be enacted in practice. Uncertainties about how particular patients and relatives will respond to and be affected by the disclosure of problems mean that any discussions should be undertaken sensitively and on-going support may be needed, including for the health care professionals involved.
The diversity of problems that can arise in health care and the uniqueness of the people and situations involved, combined with the limitations of what is and can be known about them, make it impossible to develop a clear and universally applicable prescription for good open disclosure communication.
The outcomes of disclosure conversations will also be largely unpredictable. Although guidance such as Being open outlines good reasons for health care professionals and services to practice open disclosure, including benefits for the organization, the professional and the patient, and efforts to promote and practice open disclosure have been shown to have a range of advantages over non-disclosure in several circumstances, positive outcomes are not guaranteed.
As several of the health care professionals and patient advocates who participated in our study told us, even when the best of open disclosure practices are followed, patients and relatives may remain hurt, angry and upset and will not always forgive health care professionals or services. They may continue to pursue further explanations even after what staff believe were comprehensive enquiries, may be unwilling to accept proffered apologies and may still wish to pursue legal claims against health care providers.
Conclusions
Being open is an example of national guidance that was developed with reference to available research and which has achieved broad general support. However, a number of challenges need to be addressed if the hoped for benefits of greater openness are to be achieved.
Questions about whether and how health care professionals should talk with patients and relatives about unanticipated problems in health care demand nuanced reasoning about a complex range of considerations, many of which involve significant uncertainty. Guidance that ties recommendations about open disclosure practices to levels of patient harm that are judged by health care professionals can complicate and distort judgements about when and how it is appropriate for professionals to talk openly with patients and relatives about problems in their care. Proposals in the UK to link a legal Duty of Candour to levels of harm are likely to generate similar problems.
Health care professionals who engage in open disclosure must be able to negotiate appropriate ways through complex and sensitive discussions, often working with many uncertainties. The responses of patients and relatives are not fully predictable and even the best of open disclosure practices may not resolve their problems and concerns. Guidance, training and support for staff need to reflect these challenges.
